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contributed	 to	 developing	 the	 SR	 review	 questions,	 protocol,	 data	 analysis	 and	
dissemination	of	 findings.	 For	 the	qualitative	 study,	 they	helped	develop	 research	
questions,	 protocol,	 public‐facing	 documentation,	 recruitment	 strategies	 and	 data	
analysis.	Involvement	followed	the	GRIPP2‐SF	reporting	checklist.
Results: PPIE	enhanced	methodological	rigour,	data	analysis,	interpretation	and	dis‐
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1  | BACKGROUND
The	 involvement	 of	 patients	 and	 the	 wider	 public	 in	 health	 re‐
search	has	been	reported	increasingly	over	the	last	decades.	The	
rationale	 for	 including	 a	 patient	 and	 public	 perspective	 across	 a	
range	 of	 research	 methodologies,	 including	 systematic	 reviews	
(SR)	and	qualitative	studies,	has	been	advocated	by	leading	health	
authorities	such	as	 the	United	Kingdom's	 (UK)	National	 Institute	
for	 Health	 Research	 advisory	 group	 INVOLVE.1	Within	 SRs,	 for	
example,	including	patient	perspectives	has	shown	to	improve	the	
quality	of	studies	and	relevance	of	findings	to	patients.1‐3	Despite	
these	 benefits,	 the	 reporting	 of	 Patient	 Public	 Involvement	 and	
Engagement	(PPIE)	in	SRs	is	still	scarce.4	In	contrast,	evidence	of	
the	 benefits	 of	 PPIE	 in	 qualitative	 health	 research	 has	 been	 in‐
creasingly	documented.5‐8
Within	the	field	of	mental	health,	research	conducted	in	collab‐
oration	with	 the	 public	 has	 gained	 popularity	 due	 to	 its	 potential	
of	 enhancing	 quality	 and	 appropriateness	 of	 research,	 improving	























with	 a	 PPIE	 group.	As	 an	 outcome	of	 that	 study,	 PPIE	members	
noted	 the	 importance	 of	 investigating	 self‐harm	 in	 older	 adults.	





















PPIE	 members	 of	 the	 previous	 study13	 who	 had	 suggested	 the	
topic	of	the	doctoral	research	and	who	met	inclusion	criteria	were	in‐
vited	to	 join	the	new	PPIE	group.	 Inclusion	criteria	were	having	pre‐




















2.1 | PPIE training and workshops for 
PPIE members










if	 they	 felt	 comfortable	 and	 able	 to	 continue	participating.	On	no	
occasion	 did	 any	PPIE	member	 decline	 to	 continue,	with	 all	 three	
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members	attending	the	four	workshops.	Before	each	workshop,	the	
research	team	discussed	areas	to	be	covered.







Both	 of	 these	 concerns	were	 rooted	 in	 ethical	 issues	 around	 the	
well‐being	 and	 safety	 of	 PPIE	members.	 To	 record	 the	 impact	 of	
the	 involvement	 and	 contribution	 of	 PPIE	members	 in	 the	 study,	
the	 team	 documented	 the	 changes	 made	 and	 overall	 contribu‐
tion	after	each	of	 the	workshops	and	fed	this	back	to	PPIE	mem‐
bers.	 Conversations	 held	 amongst	 the	 research	 team	 allowed	 for	




Throughout	 the	 different	 stages	 of	 involvement,	 brief	 train‐
ing	 (on	the	topic	and	methods	of	enquiry)	and	support	were	given	





Training	 support	 entailed	 lay	 friendly	 and	 accessible	materials	 ex‐
plaining	the	details	of	the	research	project.	Support	for	well‐being	
included	enabling	members	 to	 feel	 they	 could	 speak	 freely	within	
workshops	 and	ask	questions	of	 any	kind	and	 careful	 observation	
of	members’	emotional	and	physical	needs	(ie	presenting	data	sen‐










Regarding	 researchers’	 well‐being,	 after	 each	 workshop	 and	
throughout	the	study	duration,	research	members	had	the	opportu‐
nity	to	discuss	sensitive	and	potentially	upsetting	matters	with	the	
rest	of	 the	 research	 team.	Although	no	distress	was	encountered,	
discussions	held	with	the	rest	of	the	research	team	were	helpful	to	











































papers	 (n = 4)	 to	 be	 included	 in	 the	 review	were	 also	 presented	
along	with	 instruments	 for	data	 collection	 (data	extraction	 sheet	
and	quality	assessment	toolkits)	to	ensure	comprehensive	capture	



























advertisement	 in	North	Staffordshire.	 Interviews	were	recorded,	 transcribed	verbatim	and	data	analysed	using	thematic	analysis	and	
constant	comparison	methods.
Ethical	approval	was	obtained	from	Keele	University's	Ethics	Review	Panel	(REF:	ERP1333).















During	 the	 second	meeting,	members	were	updated	 regarding	
the	progress	of	the	study	and	issues	around	participant	recruitment	

















involving	 PPIE,	 as	 well	 as	 suggestions	 for	 researchers	 looking	 to	




3.1.1 | Workshop 1: Refining the 





(non‐suicidal	 self‐injury	 vs	 attempted	 suicide).21	 After	 considering	








3.1.2 | Workshop 2: Introducing systematic reviews, 
search strategies and outcomes









that	 clarification	 in	 the	 analysis	 and	 interpretation	 of	 findings	 was	
needed	around	the	different	self‐harm	definitions	used	by	studies.
Lastly,	regarding	data	extraction	and	analysis,	PPIE	involvement	




3.1.3 | Workshop 3: Analysis and interpretation of 
SR findings



























































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































mechanism	 that	 is	 harmful	 to	 a	 person's	 wellbeing’).	 PPIE	 mem‐
bers	also	suggested	 including	additional	sources	of	support	based	




might	 be	made	 available	 in	 order	 to	 be	more	 accessible	 to	 at	 risk	
individuals	and	those	supporting	them	(eg	pharmacies,	GP	practices,	
libraries,	 retirement	 accommodation	 and	 third‐sector	 services).	
Lastly,	a	discussion	took	place	on	other	dissemination	activities	such	




3.2.1 | Workshop 1: Defining aims and methods of 
qualitative study
In	addition	to	agreement	on	definitions,	members	identified	differ‐
ent	 factors	which	may	be	of	 importance	and	 relevance	when	re‐
searching	the	experiences	of	older	adults	who	self‐harm.	Members	
critiqued	and	added	to	the	overall	research	questions	of	the	study	
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The	group	was	 asked	 their	 views	on	whether	 to	 include	other	
participant	 groups	 (eg	 third‐sector	 workers).	 Members	 supported	











3.2.2 | Workshop 2: Refining recruitment strategies
Members	 identified	 the	 likely	 difficulties	 in	 using	 one	 of	 the	 pro‐
posed	 recruitment	 avenues	 (community	 groups,	 not	 specific	 to	









3.2.3 | Workshop 3: Preparation for data analysis
A	 brief	 introduction	 to	 data	 analysis	was	 provided	 as	 preparation	
for	meeting	4	when	transcripts	would	be	analysed.	Alternative	re‐





supported	 discussions	 within	 the	 research	 team.	 Following	 these	
suggestions	seems	to	have	resulted	in	increased	participation.
3.2.4 | Workshop 4: Analysis and interpretation of 
findings of the qualitative study
Collaboratively,	 the	group	 identified	 initial	 themes	emerging	 from	
the	 data,	 as	 well	 as	 initial	 grouping	 of	 codes	 and	 categories.	 All	
views	 were	 considered	 and	 incorporated	 into	 the	 analysis.	 The	
input	 to	 the	 analysis	 contributed	 lay	 perspective	 to	 interanalyst	
consensus/triangulation	 of	 the	 data,24	 increasing	 the	 potential	
relevance	for	older	adults	who	self‐harm.	In	several	instances,	the	
group	provided	an	additional	 interpretation	and	understanding	of	

















mising	 its	benefits;	 and	 (d)	 state	 the	 importance	of	having	greater	
engagement	with	ethical	implications.
Through	 a	 series	 of	 four	 workshops,	 PPIE	 contributed	 to	 re‐
fining	 the	 scope	 of	 the	 SR,	 revising	 definitions,	 search	 terms	 and	
outcomes	 to	be	used,	as	well	as	 the	analysis	and	 interpretation	of	
findings	 through	 the	 development	 of	 a	 conceptual	 framework	 of	
influencing	factors	of	self‐harm	in	older	adults	and	the	elaboration	






4.1 | Challenges and opportunities of involving PPIE 
in a doctoral research project
Involvement	and	engagement	with	PPIE	in	the	research	process	con‐






When	 conducted	 with	 adequate	 support	 and	 guidance,	 PPIE	
can	offer	 researchers,	patients	 and	 the	public	 continuity	 in	 the	 re‐
search	process.	Such	was	the	case	when	conducting	this	doctoral	re‐
search	project,	given	the	repeated	engagement	from	PPIE	members	
throughout	 the	 study.	 Continuous	 PPIE	 involvement	was	 achieved	
through	careful	consideration	of	the	PPIE	group's	capacity,	level	of	in‐
volvement,	respect	of	well‐being	and	adequate	training	and	support.
Drawing	 upon	 previously	 identified	 frameworks	 identifying	
challenges	of	involving	PPIE	in	research,3,17,19,20	Table	1	summarises	
common	 challenges	 when	 involving	 PPIE	 in	 research,	 as	 well	 as	
suggestions	 for	 researchers.	Unresolved	challenges	could	 result	 in	
superficial	involvement,	lack	of	meaningful	impact,	disregard	of	the	
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public's	 potential	 contribution	 to	 the	 research	 project,	 as	 well	 as	
other	ethical	concerns.
Introducing	the	theory,	ethics	and	practice	of	PPIE	to	early‐ca‐
reer	 researchers,	 such	 as	 doctoral	 students,	 can	 help	 create	 a	 re‐
search	culture	that	values	PPIE.	Some	of	the	documented	challenges	
for	meaningful	 involvement	of	PPIE	 in	 research	 include	 lack	of	 re‐
searchers’	engagement	and	involvement.5	We	believe	that	by	intro‐
ducing	PPIE	to	early‐career	researchers,	such	as	doctoral	students,	
challenges	 of	 meaningful	 involvement	 and	 initial	 resistance	 from	
researchers	can	be	mitigated,	as	well	as	contributing	to	building	an	
early	research	culture	where	PPIE	is	part	of	researchers'	agenda.
Avoiding	 tokenistic	 involvement	 is	 one	 of	 the	 reported	 chal‐
lenges	for	PPIE	as	summarised	in	Table	1.	The	level	of	PPIE	involve‐
ment	was	carefully	considered	and	discussed	amongst	the	research	





More	 specifically,	 in	 doctoral	 studies,	 two	 key	 challenges	 for	
meaningful	PPIE	involvement	are	highlighted.	Firstly,	resources	for	
doctoral	 research	 projects.	 Many	 doctoral	 studies	 are	 unfunded	
and/or	do	not	have	funding	allocated	for	PPIE,	unlike	other	research	







This	 doctoral	 study	 successfully	 managed	 the	 identified	 chal‐
lenges	through	the	strategies	described	in	Table	1.	The	majority	of	
these	 strategies	 consisted	 on	 having	 organizational	 commitment,	
funding	and	 infrastructure	 so	 liaising	with	a	PPIE	coordinator/net‐
work	is	possible,	working	sensitively	around	members’	needs,	offer‐
ing	 adequate	 support	 and	 training,	 respecting	 and	 acknowledging	











Increasingly,	 PPIE	 has	 been	 reported	 amongst	 populations	
with	 health	 conditions	 in	 an	 effort	 to	 gain	 the	 added	 perspec‐
tive	and	experiential	knowledge	of	 those	experiencing	the	health	
condition.5,11	 Self‐harm	 is	 not	 a	 health	 condition	 or	 disorder,	 but	
rather	 a	behaviour	 that	 an	 individual	 engages	 in.	However,	many	
people	 engaging	 in	 self‐harm	 report	 physical	 and	 mental	 health	
comorbidities,	 with	 higher	 comorbidities	 amongst	 older	 adults.15 
Considerations	of	the	capacity,	level	of	involvement	and	unwanted	
added	burden	to	patients	must	be	taken	into	account	when	involv‐
ing	 the	public	 in	 research,	but	even	 further	careful	consideration	
should	 be	 taken	with	 vulnerable	 populations	 such	 as	 those	with	
self‐harm	 history.	 Protection	 of	 well‐being	 for	 PPIE	 group	mem‐





implementation,	 PPIE	 remains	 an	 emerging	 concept	 in	 research.	
Whilst	 any	 engagement	with	 patients	 and	 the	 public	 for	 the	 pur‐
poses	 of	 research	 requires	 a	 deep	 commitment	 to	 the	well‐docu‐
mented	 principles	 of	 biomedical	 research,26	 currently,	 there	 is	 no	














support	 workers,	 carers	 and	 older	 adults	 with	 experience	 of	 self‐
harm.	Furthermore,	we	believe	having	a	 small	but	 closely	 involved	
PPIE	group	aided	in	achieving	equal	contribution	and	representation	
to	the	study	by	all	members,	as	well	as	continuity.	Given	the	sensitive	
topic	of	 research,	 a	 larger	PPIE	group	 could	have	hindered	 the	 in‐
volvement	and	equal	representation	of	all	members,	as	well	as	risked	
dropout	 of	 PPIE	 members	 throughout	 the	 duration	 of	 the	 study.	
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the	process	and	 impact	of	 such	 involvement.	Research	addressing	





document	more	 fully	 the	 challenges	 and	 opportunities	 of	 PPIE	 in	
doctoral	research.
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'HYHORSHGE\,7UR\D3K'VWXGHQWDW.HHOH8QLYHUVLW\LQFROODERUDWLRQZLWKWKHVWXG\¶V3DWLHQWDQG3XEOLF,QYROYHPHQWDQG(QJDJHPHQW*URXS\WKHGHYHORSPHQWRIZKLFKZDVIXQGHGE\D.HHOH8QLYHUVLW\$&251VWXGHQWVKLS1ROLFHQFHLVUHTXLUHGIRUQRQFRPPHUFLDOXVHSURGXFWPDWHULDOVSOHDVHFRQWDFW.HHOH8QLYHUVLW\




(Helpline for older people)
0800 470 8090$JH8.








Your local GP will be able 
to provide advice and support.
6(/)+$50,12/'(5$'8/76
information to people 
*(77,1*+(/3
:+$7,66(/)+$50"XVHGWRGHVFULEHVHOIKDUPLVWKHRQHSURYLGHGE\1,&(1DWLRQDO,QVWLWXWHRI+HDOWKDQG&DUH([FHOOHQFH
“any act of self-poisoning 
or self-injury carried 
out by a person
 irrespective of motivation”*. 2WKHUZRUGVXVHGWRGHVFULEHVHOIKDUP 6HOILQMXU\ 2YHUGRVH &XWWLQJWKDWLVKDUPIXOWRDSHUVRQ¶VZHOOEHLQJ
&200216(/)+$500(7+2'63HRSOHVHOIKDUPLQGLIIHUHQWZD\VEXWFRPPRQPHWKRGVDUHFXWWLQJEXUQLQJRYHUGRVLQJDQGKLWWLQJRQHVHOI,QROGHUSHRSOHRYHUGRVHRIWDEOHWVRIWHQLQWKHFRQWH[WRIDOFRKROXVHLVFRPPRQ:+<,66(/)+$50,03257$17,12/'(5$'8/76"'HVSLWHQRWEHLQJDVFRPPRQDVLQ\RXQJHUSHRSOHVHOIKDUPLVDFRQFHUQDPRQJVWROGHUDGXOWVDVVHOIKDUPLVDULVNIDFWRUIRUVXLFLGHDQGVXLFLGHUDWHVDUHDPRQJVWWKHKLJKHVWLQROGHUPHQ6HOIKDUPFDQEHKLGGHQ±DQGLVQRWDOZD\VUHFRJQL]HGDVDSUREOHPE\WKHSHUVRQRURWKHUV





Information leaflet based on results from systematic review (available from: http://www.nspa.org.uk/resou rces/4020/)
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APPENDIX 3
Topic guide used in qualitative study



































•	 Could	 you	 tell	me	 about	 any	experience	were	 you	 accessed	
care	in	the	health	or	social	services	after	having	self‐harmed?












•	 Could	 you	 tell	me	 about	 any	experience	were	 you	 accessed	
care	in	the	voluntary	sector	after	having	self‐harmed?















•	 Do	you	 receive	 any	 sort	of	periodical	 support	 for	 your	 self‐
harm?	 Could	 you	 please	 describe	 it?	 How	 helpful	 has	 this	
been?	In	what	ways?
Are	there	other	sorts	of	support	that	you	would	find	helpful,	or	that	
you	think	other	people	might	find	helpful?	Please	say	more….
Closure
Reflection	and	wrapping	up
•	 Is	there	anything	else	you	would	like	to	add?
•	 How	have	you	found	today's	interview?	Any	issues	arising	need‐
ing	support?
•	 Are	you	happy	to	have	a	second	interview?
Check	consent
END
